To gain insight into the development of young persons with chronic conditions towards independence by comparing their lived experiences to those of their parents. METHODS: Semi-structured interviews were held with 16 young persons (7 males, 9 females; 15-22 years) and one of their parents (n = 16), asking about the young persons' daily lives and their development towards adulthood. Themes were deductively derived from the Skills for Growing Up framework, i.e. agency, living and daily activities, social and intimate relationships, education, work, leisure activities, transportation, and healthcare. Parents also reflected on how they dealt with the child's chronic condition. A paired thematic analysis was conducted. RESULTS: Parents were often less convinced that their children could act independently than the young persons themselves. They were concerned about them and tended to interfere with their daily lives, often to the annoyance of their children. Also, parents often perceived more barriers in social participation, while young persons were more positive. CONCLUSION: The perceptions of young persons and their parents clashed on living independently, intimate relationships, leisure activities, and healthcare. Young people might benefit from professional support in these domains to help them strengthen their autonomy and to prevent child-parent conflict and negative outcomes.
Introduction
Every young person's development naturally includes a process of transition towards independence. However, for young people with chronic conditions transition may be challenged by their health situation [1, 2] . They often achieve fewer developmental milestones, face more restrictions in social participation compared to healthy peers [3] [4] [5] [6] [7] , and may lag behind in education and work, independent living, and relationships [8] [9] [10] [11] [12] . The extent of this delay may depend on the severity of the chronic condition; the greater the number of neurocognitive impairments or the more severe the physical limitations, the more delayed the young person's development [5, 13, 14] . Lagging behind, in turn, is negatively associated with level of peer contact, self-efficacy, independent behavior, and self-respect [6, 13, 15] , and might also lead to less social participation and negative prospects in adulthood [6, 8, 11, 16] .
Gaining independence from parents requires a role change on the part of both parent and child. Parents are expected to gradually give their children more responsibilities [2, 17, 18] . This may be hard for parents of children with chronic conditions to accept, especially when their child has special needs [19] . Parents may perceive their child to be more vulnerable, and may wish to remain in control of the complex and often unpredictable medical situation. Furthermore, parents' concerns may be reinforced by their child's social immaturity and limited self-care skills as compared with able-bodied peers [20] [21] [22] .
The young people themselves are often more positive about becoming independent than their parents [20] . While they tend to focus on their abilities, parents seem to emphasize their child's disabilities [23] . These divergent perceptions may result in child-parent conflicts. While parents may attempt to retain responsibility for the management of their child's chronic condition, children feel this unnecessarily limits their independence and participation in social life [24, 25] . Nevertheless, the children themselves do recognize possible cons of the chronic condition, especially in adolescence, when relationships are being negotiated and redefined [21] . At a time when able-bodied peers establish their independence and assert themselves in an expanding environment, they may find themselves in a situation of enforced dependency that impedes their development towards autonomy. Peers can help them to become independent by taking over tasks from parents and offering support [26] .
Thus, there seems to be a conflict between parental focus on limitations and risks on the one hand, and the child's perspective on living a 'normal' life and shaping participation on the other hand. To our knowledge, no studies have explored how the views of young persons with chronic conditions on achievement of adult roles in social participation and self-care may disagree with those of their parents. Therefore, the objective of this study was to gain more insight into the process of achieving independence by comparing the lived experiences of young persons to those of their parents.
Methods

Study design and setting
The present study draws on data collected in a study of Van Staa et al. [27] describing experiences with transition of care. That study was a qualitative multiple case study among young persons with chronic conditions and their parents in the Erasmus Medical Center Rotterdam -Sophia Children's Hospital. Seven diagnostic groups were included: diabetes mellitus (DM), spina bifida (SB), congenital heart disorders (CHD), cystic fibrosis (CF), juvenile idiopathic arthritis (JIA), hemophilia (HP), and sickle cell disease/thalassemia (SCD). In the current study, young persons with HP were not included since no paired comparisons could be established between these young persons and their parents. Young persons were eligible for inclusion if they did not have an intellectual disability and if they had transferred from pediatric care to adult care in the past two years. At the time there were no structured transition programs; departments started discussing the impending transfer no earlier than six to twelve months in advance. The timing of the transfer differed between chronic conditions: SB patients were discharged at 15-16 years; in other departments patients were usually transferred around 18 years, the age at which they graduated from secondary education. Also, regarding the latter criterion, at the time of the study, patients with CF could not yet be transferred to adult services. Hence, young persons over the age of 18 with CF who were on the waiting list for transfer were invited.
Young persons and their parents participated in semi-structured interviews administered by nursing students after extensive training and under supervision. Child and parent were interviewed separately for 45 to 120 minutes at the participants' homes. The interviews were digitally recorded and fully transcribed at verbatim.
Study sample
Three young persons were randomly selected from each of five diagnostic groups of patients that had been transferred to adult care in the past two years. For each young person, one parent participated in the study. The young persons proposed which parent could be invited. Young persons from the CF group were randomly selected from the waiting list. A reminder letter was sent to non-responders after two weeks, followed by a telephone call a few days later. If the young person could not be reached or did not consent to participate, another patient was randomly selected. This procedure was repeated until three participants per diagnostic group were secured. In the SB group, however, three extra participants were invited, because during the interviews it appeared that the participating SB patients had not yet visited adult care.
All invited CF patients consented, but in the other patients groups response rates varied between 30-60% [27] . The main reason for non-participation was limited interest in the study, notably from those under the age of 18 and those with limited disease ac-tivity. Moreover, some 50% of the initially selected DM and SCD patients could not be reached by mail or phone [27] . Parents of 17 of the 21 young persons participating in the interviews were interviewed as well. One parent interview was not included in the analysis because of insufficient comprehension of the Dutch language. Therefore, 16 child-parent comparisons could be made.
Data collection
Young persons and their parents were interviewed separately. Interviews proceeded along the lines of an interview protocol focused on the young persons' daily lives and their development towards adulthood. Issues addressed were covered by two transcending themes: social participation and participation in care. The first theme included more general issues about the young persons' daily lives and their transition towards adulthood, whereas participation in care focused specifically on healthcare issues. The latter paid attention to self-management, defined as "the way you deal with your chronic condition and your capability to take responsibility for all problems and issues your condition entails". For each issue, Table 1 presents one sample question. The parents' interviews addressed the same issues. In addition, parents were invited to reflect on their way of dealing with their child's chronic condition.
Data analysis
Pair-wise comparisons were made with methods of agreement and difference [28] [29] [30] . The data analysis was guided by the Skills for Growing Up (SGU) framework, which encourages autonomy development in nine life areas: 'me' (agency), 'healthcare', 'relationships', 'education', 'work', 'living and daily life activities', 'transportation', 'leisure activities', and 'sports' [7, 31] . These life areas are compatible with the issues young persons and their parents were asked about, except for sports. The interviews gave little information on this issue, so it was excluded from analysis. Eventually, four main categories were established: (1) agency and self-reliance; (2) studying and working; (3) leisure and social relationships; and (4) healthcare and self-management (see Table 1 ). The analysis was performed by the first author (MP) and the findings were continually discussed with the entire research team.
ATLAS.ti 6.0 (www.atlasti.com) was used for data analysis. One interview with a young person followed by one interview with a parent was coded based on the SGU framework, and the similarities and differences were identified [28] [29] [30] . For a better comparison, the young person's and parent's quotes were also placed in a so-called contrast table, as recommended by Miles and Huberman [30] . The results of this contrast table are discussed in the results section below.
Ethical considerations
The Institutional Review Board of the Erasmus University Medical Center has approved the study protocol (MEC-2004-343). All study participants gave written informed consent. For young persons under 16, parents also provided written consent. Researchers had no access to hospital data about the study participants, and confidentiality and anonymity were assured to all of them. Table 2 presents the characteristics of the 32 study participants: 16 young persons (YPs), of whom 7 males (M) and 9 females (F), and 16 parents (P). All parents but one were mothers. The mean age of the YPs was 18.3 years (SD ± 1.9), range 15-22 years. Fourteen were still studying; the other two had jobs.
Results
Study sample
Agency and self-reliance
Parents recognized a negative impact of the chronic condition on the YP's self-respect, for instance related to social taboos: YP (F; 17; SB): Incontinence is hardly socially acceptable. A seventeen-year-old [. . . ] still wetting the bed, that's weird. P: [My daughter] would have gone to a special school if she had lost self-respect on account of reactions of others to her incontinence. Fortunately, it didn't get to that point.
However, YPs generally saw themselves as 'normal' and this was mainly achieved by contact with able-bodied peers. Parents were satisfied with the YPs' sense of self-respect, although parents sometimes underestimated it. Many YPs perceived the chronic condition as 'something that belongs to me'. Still, the perceptions of YPs and their parents on this issue occasionally conflicted: However, sometimes parents saw it differently from their children and resorted to overprotection: YP (F; 21; SCD): I think I'm an adult and it's time to [leave home]. I'm living with my mother now and it seems like I'm really dependent on her, as if I can't manage myself. But I want to try to live independently. P: [My daughter] has plans to live independently, but I think she is not ready yet. Maybe within a few years or so, after she has finished school.
Some YPs wished to live independently, but felt hindered by their chronic condition. Others however, especially the persons with SB, were more reluctant towards living independently. They had 'no need' to leave home because it felt 'safe' at home, a situation reinforced by their parents being protective: YP (M; 17; SB): Anyway, I'm too young for that, yeah seventeen, but at twenty it will still not be feasible. Only when I'm about thirty, forty years old, maybe. . . P: We don't think he's ready to live independently, because, for one thing, he will be fully isolated then and secondly he needs help [. . . ] in his daily living activities, otherwise he just forgets it.
Studying and working
Some YPs had limited study or work possibilities and others noted that fellow students or colleagues doubted the seriousness of the condition in view of the fluctuations in presentation. 
Leisure and social relationships
YPs sometimes felt like being treated as an 'imbecile' and consequently did not trust others anymore, but in general they did not feel restricted in their contacts with peers. They perceived difficulties in social relationships more as a personality trait than as a consequence of the chronic condition. Some YPs also had or had had an intimate relationship or at least were looking for it, and their parents confirmed this: YPs found it important to be independent with regard to transportation, but some thought they were simply not capable enough to organize transportation. Their parents agreed on this. For instance, a YP and her mother said: YP (F; 15; SB): I don't organize transportation myself. I don't think I will do that in the future, because it would surely go wrong. P: [She] is not independent at all, no. [. . . ] I think this has to do with her disease, because she has no notion of how to do things.
Others saw their dependency with regard to transportation more as 'forced dependency ' 
Healthcare and self-management
YPs and parents saw self-management of the chronic condition as: taking responsibility for medication, arranging hospital visits, turning up for consultations, talking with caregivers, and making decisions and being responsible to keep to these decisions. Most of the YPs said they were fully responsible for their health status, often stimulated by their parents, who felt that this was the normal course of things: On the other side, there were also YPs who did not feel the need to take full responsibility for medical self-management. They found their parents' help 'quite convenient' so they could 'pay attention to other things'. While these YPs would be capable of managing the chronic condition themselves, their parents do not seem to motivate them to do so. Their parents showed that they have little confidence in their children. Consequently, they had a protective attitude and found it difficult to transfer autonomy: 
Discussion
This study sheds light on how young persons with chronic conditions experienced their development towards autonomy in several life areas and how their parents perceived this. The pair-wise interview analyses revealed that parents were sometimes wary to provide room for more independence whereas their children themselves felt ready for this. As a consequence, some young persons felt restricted to follow the road to independence.
Young persons especially disagreed with their parents regarding independent living prospects, being socially engaged, and self-management skills. While young persons wanted to become more autonomous in these life areas, their parents doubted they could. An explanation for this child-parent disagreement may be parental overprotection, which often stems from parents' perception that their child is vulnerable because of the chronic condition or from concerns about their child's capability of taking responsibility for his or her health [19] [20] [21] [22] . Sometimes it seemed to parents as if their children did not feel the necessity to take full re-sponsibility for their own life and health, which limited confidence in their children. Whereas parents would do well by encouraging their children to proceed on the way to independence [32] , the perceived passive attitude of their children might be an explanation for parents keeping control over them. Some parents were torn between the desire to foster independence in their child on the one hand, and the desire to protect the child on the other hand. This type of ambivalence regarding the transition to adulthood has been reported previously [19, 20, 27] .
Child-parent disagreement might also be due to reluctance from the side of children to discuss more private issues with their parents, who then remain ignorant of the child's experiences and wishes. There was also some disagreement on the domain 'me' (agency), as parents sometimes underestimated the young person's sense of self-respect. Discrepancy between selfreports and parent-proxy reports of young person's health-related quality of life has been recognized as the 'proxy problem' [33] . Parents often seem to weigh the impact of the chronic condition more heavily than the young person does. Despite this reality, Sattoe et al. [33] recommended that care providers focus on the young person's own perceptions. Although parents are generally less informed about sensitive issues, they should be encouraged to communicate openly with their children about their lived experiences. Parents should also be made aware of their possible underestimation. Being treated as normal children as much as possible may help the young persons to develop the skills to cope with the challenges of reaching adulthood [34] .
Although most young persons in this study did not like parental interference on their road to independence, it is unknown to what extent this finding is related to having a chronic condition or just to adolescence in general. It appears as if parents of young persons with more severe chronic conditions behave more protectively towards their children [19] . However, it may be that these parents are not more protective, but just more supportive and involved because they have to be and because their children need them. For instance, some young persons were dependent on their parents for transportation because of their physical limitations. As they simply had no choice, there was little reason for confrontation with their parents [20] . Indeed, the presence of physical limitations in adolescents with chronic conditions is associated with negative outcomes regarding self-efficacy, independent behavior, and readiness for transfer to adult care [15] .
Little child-parent disagreement was seen with regard to education and work, although some young persons missed parental support. Parents tended to be concerned about the children's future perspectives, whereas the children themselves were more concerned with the present challenges. A study of Maurice-Stam et al. [34] revealed that achieving fewer developmental milestones while growing up is expected to reduce the likelihood of labor participation in adulthood. Therefore, parental support in the young person's developmental trajectory is important to achieve successful participation in society and to create conditions for a better labor market position [7, 35] . There were also some cases in which young persons did not disagree with their parents at all. These young persons described their lives as dominated by positive experiences, which is in line with previous studies [20, 26] . Their parents confirmed this and were often instrumental here. They just let their children live their own lives.
Previous studies showed that child-parent disagreement might have negative consequences on young persons' lived experiences, their social participation and their development to adulthood [19, 25] . Our findings suggest that most negative consequences might be experienced in the areas of living independently, intimate relationships, leisure activities, and healthcare. For this reason, healthcare professionals would do well to pay specific attention to self-management support in these areas [35] . It is vital that self-management support not only refers to medical management issues related to therapy and adherence, but is also extended to life span care and skills [36] . The positive youth development perspective provides a novel framework that focuses on developing positive attributes in young persons with special healthcare needs, such as competence, confidence, character, social connectedness, and compassion [37] . This is believed to promote successful adult development and improved disease management for young persons with special healthcare needs, and the ability to advocate for oneself in the healthcare environment. Supporting parents in achieving the required role change deserves attention as well, as parents develop and express their expectations for the child's behavior and skills [1] . Like the young persons, parents should be supported to focus on strengths too, and to develop positive, realistic, and developmentallyappropriate expectations [1] . The SGU tool may be useful in this respect [7, 31] , as it is based on the shared management model, which gradually describes the transition to adulthood [38, 39] . Based on the perception of having already acquired the skills or knowl-edge referred to in the checklist of the SGU, young persons and their parents can score the items at home [7, 31] . Next, they can choose three items to work on for the coming period, set goals to be achieved, and draft an action plan on how to achieve these goals. This may help them in realizing a discussion in order to get their perceptions more comparable. During medical consultations, care professionals can assist by addressing young persons' goals, for instance by providing training or referral to other professionals [7, 31] .
Strengths and limitations
Seeing the scarce literature on experiences of both young persons with chronic conditions and their parents, this study adds value by exploring the similarities and the differences between these two actors when it comes to achieving autonomy during adolescence. The pair-wise analysis used in this study is quite unique in this field of research.
Young persons with different chronic conditions participated in this study, including those with and without physical limitations. However, the total study sample was small, so the results should be considered with some caution. It seems as if young persons with physical disabilities such as SB experience more burden of their condition in their transition to adulthood and in their participation in social life. This is in line with another study demonstrating that young persons with SB tend to be socially immature and passive, and that they are often more dependent on adults for guidance and less likely to make independent decisions [40] . However, we could not make valid comparisons between diagnostic groups, as ages varied widely between groups. The respondents with SB were much younger (between 15-17 years old) than the other young persons (between 18-22 years old). This could explain the differences in life course. Furthermore, the different chronic conditions were not equally represented among the sixteen young persons included in this study. Six out of sixteen respondents suffered from SB, while the other five diagnostic groups each consisted of a maximum of three participants. This skewed distribution must be taken into account too, when interpreting the results.
It might be a limitation that only one father was included in this study, as a study by Holmbeck et al. [19] revealed that mothers act significantly more protectively than fathers towards both children with SB and healthy children. The present study did not allow for investigating gender differences in relation to protective behavior, since predominantly mothers were interviewed. In future research it would be worthwhile to include as many fathers as mothers.
Using the SGU framework made it possible to analyze the data thematically. However, the life area 'sports' was not systematically discussed in the interviews and was, therefore, left out of the analysis. Since participation in sports activities is important not only for physical fitness, but also for leisure and meeting peers, this is a limitation of our study.
Conclusion
The qualitative paired analysis conducted in this study showed some similarities between the experiences of young persons and their parents concerning the transition towards adulthood. However, on some issues perceptions clashed, notably on themes such as living independently, intimate relationships, leisure activities, and healthcare. To prevent negative outcomes, professional support for young persons to help them deal with more autonomy and the role change with parents might be especially needed for these domains.
Practice implications
Professionals in pediatric and rehabilitation care would do well to point out the importance of preparing for independent living, participating in relationships and leisure activities with peers, and adopting independent healthcare behaviors for young persons with chronic conditions. They should offer young persons and their parents tools that could help them in realizing a discussion in order to get their perceptions more in line. Self-management promoting interventions, such as the SGU tool [31] and the Rotterdam Transition Profile [3] , could be helpful both at home and in the consultation room. Furthermore, the HEADSS screening tool (Home -Education/Exercise -Activities/Affect/Ambition -Drugs and substance abuse/Driving/Diet and weight management -Sleep/Sexual health) will help professionals identify (psychosocial) risk factors in young persons with chronic conditions [41] . This tool provides a basis for a 'safe' discussion of sensitive issues, so that professionals can address specific problems. In order to get used to such tools and to help professionals incorporate them into their working routines, professionals need additional training.
